WHO ID Project Background Information

January 2010
WHO Europe Initiative on children and young people 
with intellectual disabilities and their families - Better health, better lives
Background

WHO Europe launched the Initiative on children and young people with intellectual disabilities and their families in mid 2008, in response to mounting evidence of a widespread failure of care in European society for one of its most vulnerable groups. Children with intellectual disabilities( continue to face barriers to participation as equal member in society and full enjoyment of their human rights, including the right to health. The resulting unequal access to the right to health is strongly linked to forms of discrimination and abuse, including high rates of institutionalization still prevalent in many, especially Central and East European Member States. 

Aim & objectives

The aim is to ensure that all children with intellectual disabilities are fully participating members of society, integrated in the community, receiving appropriate care and support, proportional to their needs. Good quality health care is essential to this, as the means to reduce health inequalities, promote good health and well-being, and ensure a successful transition to adulthood. The main objectives of the initiative are:
· To secure government support and commitment to a process of managed change

· To secure endorsement of a Declaration, setting out a priority agenda for change
· To build close and productive partnerships with all relevant stakeholders towards achieving sustainable change at local and national levels.
Sponsors and Partners

WHO Conference Better health, better lives: children and young people with intellectual disabilities and their families will be hosted by the Romanian Government in June 2010 in Bucharest. 
Information letters sent out to UNICEF, the Council of Europe and the European Commission have met with a very positive response and discussions regarding formal partnership modalities are ongoing. 
Implementation

The project is managed by WHO Europe and supported by a Steering Group, comprising self-advocates, family members, academics, clinicians, service providers, and other relevant stakeholders from the non-governmental and government sectors and international organizations. 
Key outputs

· A Declaration on Children and Young People with Intellectual Disabilities and their Families - Better health, better lives, stating explicitly the common principles and goals, in line with the provisions of the relevant UN conventions, other human rights instruments, and commitments. The first draft was submitted in May 2009. Steering group feedback was received during the summer and the revised version agreed in December 2009.
· A Background Paper identifying key issues and challenges, good practice examples and ways forward. The draft paper has received excellent feedback. 
· A set of Expert papers to form part of a resource bank for developing country action plans. Themes and potential contributors agreed in December 2009. First drafts due in late February 2010. 
Main events/dates
The second( and final Steering Group meeting was held on 15-16 December 2009 in London, United Kingdom. This meeting followed a Consultation meeting with some of the leading international NGOs active in the field. The primary objectives were to discuss the draft Declaration, initiate dialogue on the plan of action, and explore partnership opportunities. Both meetings were hosted by the Children’s High Level Group. 

A revised Declaration will be presented for consideration to representatives from Member States at a pre-meeting to be hosted by the Serbian Ministry of Health on 24-25 March 2010 in Belgrade. 

The WHO Conference “Better health, better lives: children and young people with intellectual disabilities and their families” will take place on in June 2010 in Bucharest, Romania. 

Follow up
After acceptance of the Declaration, the WHO Regional Office for Europe will support Member States and NGO partners in working together to design policies, based on the planning, implementation, and dissemination of best practice. Throughout the project, particular attention will be paid to ensuring a balanced picture, respecting the efforts of all countries involved and highlighting positive developments. 
(Disability depends not only on the child’s health conditions or impairments but also crucially on the extent to which environmental factors support the child’s full participation and inclusion in society.


  Intellectual disability includes:


A significantly reduced ability to understand new or complex information and to learn and apply new skills (impaired intelligence), with


A reduced ability to cope independently (impaired social functioning), which


Started before adulthood, and has a lasting effect on development.





The use of the term ‘intellectual disability’ in this declaration includes children with autism who have intellectual impairments. For the purposes of this Declaration, the term also encompasses children who were institutionalised because of a perceived disability or because of family rejection and who acquired developmental delays and psychological problems as a result of their institutionalisation. 





( The First Meeting of the Steering Group was held on the 18th of February 2009 at the Open Society Institute in Budapest, Hungary.





